DOCUMENT RESUME 



ED 395 AA2 



EC 30A 837 



AUTHOR 

TITLE 

INSTITUTION 

SPONS AGENCY 

PUB DATE 
CONTRACT 
NOTE 

AVAILABLE FROM 
PUB TYPE 

JOURNAL CIT 



Miles 9 Barbara 

Overview on Deaf-“Blindness . 

National Information Clearinghouse on Children Who 
Are Deaf-Blind, Monmouth, OR. 

Special Education Programs (ED/OSERS) , Washington, 
DC. 

Dec 95 

H025U20001 

9p. 

DB-LINK, 3A5 N. Monmouth Ave., Monmouth, OR 973fl. 
Collected Works - Serials (022) — Information 
Analyses (070) 

DB-LINK; Dec 1995 



EDRS PRICE MFOl/PCOl Plus Postage. 

DESCRIPTORS Adventitious Impairments; ^Caregiver Role; 

Communication Skills; Congenital Impairments; 
*Coping; *Deaf Blind; *Et iology; *Indi vidua 1 
Development ; Interpersonal Communication; Language 
Acquisition; Physical Mobility; Quality of Life; 
Social Integration 



ABSTRACT 

This overview provides basic information on the 
causes of deaf-blindness and the particular challenges faced by 
individuals with deaf-blindness. Causes of deaf-blindness include 
various syndromes, multiple congenital anomalies, prematurity, 
congenital prenatal dysfunction, and various postnatal causes. 
Differences between people deaf~blind from birth and those 
adventitiously deaf-blind are noted. Challenges facing a person who 
is deaf-blind are identified, especially the learning of language and 
mobility skills. Challenges facing the family, teachers, and 
caregivers are also discussed and suggestions are given in the areas 
of communication, orientation and mobility, individualized education, 
transition,* and inclusion within the family. The paper stresses that 
deaf-blind individuals have a unique and valuable experience of the 
world and can have a high quality life if they accept their 
condition, are provided educational experiences which help them 
maximize their abilities, and live in accepting families and 
communities. Also provided is a descriptive guide to 7 organizations 
that offer help to families, caregivers, and teachers and an 
annotated list of 10 print resources. (DB) 
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Overview on Deaf-Blindness 

By Barbara Miles 



What Is Deaf-Blindness? 

It may seem that deaf-blindness refers to a total in- 
ability to see or hear. However, in reality deaf- 
blindness is a condition in which there is a 
combination of visual and hearing impairments 
that cause "such severe communication and other 
developmental and learning needs that the persons 
carmot be appropriately educated in special educa- 
tion programs solely for children and youth with 
hearing impairments, visual impairments or severe 
disabilities, without supplementary assistance to 
address their educational needs due to these dual, 
concurrent disabilities" (1990, IDEA, Sec. 622). Chil- 
dren who are called deaf-blind are singled out edu- 
cationally because impairments of sight and 
hearing require thoughtful and unique educational 
approaches in order to ensure that children with 
this disability have the opportunity to reach their 
full Dotential. 

A, 

A person who is deaf-blind has a unique experience 
of the world. For people who can see and hear, the 
world extends outward as far as his or her ever, and 
ears can reach. For the young child who is deaf- 
blind, the world is initially much narrower If the 
child is profoundly deaf and totally blind, his or her 
experience of the world extends only as far as the 
fingertips can reach. Such children are effectively 
alone if no one is touching them. Their concepts of 
the world depend upon what or whom they have 
had the opportunity t*-* physically contact. 

If a child who is deaf-blind has some usable vision 
and/ or hearing, as many do, her or his world will 
be enlarged. Many children called deaf-blind have 
enough vision to be able t-c move about in their en- 
vironments, recognize familiar people, see sign lan- 
guage at close distances, and perhaps read large 
print. Others have sufficient hearing to recognize 
familiar sounds, understand some speech, or de- 
velop speech themselves. The range of sensory im- 
pairments included in the term "deaf-blindness" is 
great. 
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Who Is Deaf-Blind, and what 
are the Causes of 
Deaf-Blindness? 

As far as it has been possible to count them, there 
are about 10,000 children (ages birth to 22 years) in 
the United States who have been classified as deaf- 
blind (Baldwin, 1994). It has been estimated that the 
adult deaf-blind population numbers 35-40,000 
(Watson, 1993). Tne causes of deaf-blindness are 
many. Below is a list of many of the possible etiolo- 
gies of deaf-blindness. 

Major Causes of Deaf-Blindness 

Syndromes 

♦ Down ♦ Trisomy 13 

♦ Usher 



Multiple Congenital Anomalies 

♦ CHARGE Association ♦ Fetal alcohol syndrome 

♦ Hydrocephaly ♦ Maternal drug abuse 

♦ Microcephaly 



Prematurity 

Congenital Prenatal Dysfunction 

♦ AIDS ♦ Herpes 

♦ Rubella ♦ S)q)hilis 

♦ Toxopi nosis 



Post-natal Causes 

♦ Asphyxia ♦ Encephalitis 

♦ Head injury/trauma ♦ Meningitis 

♦ Stroke 

Adapted from Etiologies and Characteristics of Deaf- 
Blindness Heller & Kennedy,(1994), p. viii. Table 1. 
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Some people are deaf-blind from birth. Others may 
be born deaf or hard-of-hearing and become blind 
or visually impaired later in life; or the reverse njay 
be the case. 

Still others may be adventitiously deaf-blind — that 
is, they are bom with both sight and hearing but 
lose some or all of these senses as a result of acci- 
dent or illness. 

Deaf-blindness is often accompanied by additional 
disabilities. Causes such as maternal rubella can 
also affect the heart and the brain. Some genetic 
syndromes or brain injuries that cause deaftlind- 
ness may also cause developmental delays and/or 
physical disabilities. 



What are the Challenges 
Facing a Person who is 
Deaf-Blind? 



A person who is deaf-blind also faces, further, the 
challenge of learning to move about in the world as 
freely and independently as possible. Adult indi- 
viduals also must eventually find adult living and 
work situations that allow them to use their talents 
and abilities in the best way possible. Many adults 
v/ho are deaf-blind lead independent or semi-inde- 
pendent lives and have productive work and enjoy- 
able social lives. The achievement of such success 
depends in large part not only on the severity of 
their impairments but also upon the education they 
have receiveo since childhood, and particularly 
upon the communication with others that they 
have been able to develop. 

What are the Particular 
Challenges Facing the Family, 
Teachers and Caregivers of a 
Person who is Deaf-Blind? 



A person who is deaf-blind must somehow make 
sense of the world using the limited information 
available to him or her. If the person's sensory dis- 
abilities are great, and if people in the environment 
have not made an effort to order the world for him 
or her in a way that makes it easier to understand, 
this challenge may be overwhelming. Behavioral 
and emotional difficulties often accompany deaf- 
blindness and are the natural outcomes of the 
child's or adult's inability to understand and com- 
municate. 

People who can see and hear often take for granted 
the information that those senses provide. Events 
such as the approach of another person, an upcom- 
ing meal, the decision to go out, a change in routine 
are all signaled by sights and sounds that allow a 
person to prepare for them. The child or adult who 
misses these cues because of limited sight and/or 
hearing may come to experience the world as an 
unpredictable, and possibly threatening, place. To 
a great extent, persons who are deaf-blind must de- 
pend upon the good will and sensitivity of those 
around them to make their world safe and under- 
standable. 

The challenge of learning language is perhaps the 
greatest one that children who are deaf-blind face. 
It is also the greatest opportunity, since language 
holds the power to make their thoughts, needs, and 
desires known. The ability to use words can also 
open up worlds beyond the reach of their fingertips 
through the use of interpreters, books, and an ever- 
increasing array of electronic communication de- 
vices. In order to learn language, children who are 
deaf- blind must depend upon others to make lan- 
guage accessible to them. Given that accessibility, 
children who are deaf-blind face the challenges of 
engaging in interactions to the best of their abilities 
and of availing themselves of the language oppor- 
tunities provided for them. 



Communication 

The disability of deaf-blindness places unique de- 
mands upon families, teachers, and caregivers who 
must make sure that the person who is deaf-blind 
has access to the world beyond the limited reach of 
his or her eyes, ears, and fingertips. The people in 
the environment of children or adults who are deaf- 
blind must seek to include them — moment-by-mo- 
ment — in the flow of life and in the physical 
environments that surround them. If they do not, 
the child will be isolated and will not have the op- 
portunity to grow and to learn. If they do, the child 
will be afforded the opportunity to develop to his 
or her fullest potential. 

The most important challenge for parents, 
caregivers, ana teachers is to communicate mean- 
ingfully with the child who is deaf-blind. Continual 
good communication will help foster his or her 
healthy development. Communication involves 
much more than mere language. Good communica- 
tion can best be thought of as conversation. Conver- 
sations employ body language and gestures, as 
well as both signed and spoken words. A conversa- 
tion with a child who is deaf-blind can begin with 
a partner who simply notices what the child is pay- 
ing attention to at the moment and finds a way to 
let the child know that his or her interest is shared. 

This shared interest, once established, can become 
a topic around which a conversation can be built. 
Mutual conversational topics are typically estab- 
lished between a parent and a sighted or hearing 
child by making eye contact and by gestures such 
as pointing or nodding, or by exchanges of sounds 
and facial expressions. Lacking significant 
amounts of sight and hearing, children who are 
deaf-blind will often need touch in order for them 
to be sure that their partner shares their focus of 
attention. The parent or teacher may, for example, 
touch an interesting object along with the child in a 
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nondirective way. Or, the mother may imitate a 
child's movements, allowing the child tactual ac- 
cess to that imitation, if necessary. (This is the tac- 
tual equivalent of the actions of a mother who 
instinctively imitates her child's babbling sounds.) 
Establishing a mutual interest like this will open up 
the possibility for conversational interaction. 

Teachers and parents can continue conversations 
with children who are deaf-blind by learning to 
pause after the initial topic has been established. 
These children frequently have very slow response 
times. Respecting the child's own timing is crucial 
to establishing successful interactions. Pausing 
long enough to allow the child to take another turn 
in the interaction, then responding to that turn, 
pausing again, and so on — this back-and-forth ex- 
change becomes a conversation. Such conversa- 
tions, repeated consistently, build relationships and 
become the eventual basis for language learning. 

As the child who is deaf-blind becomes comfort- 
able interacting nonverbally with others, she or he 
becomes ready to receive some form of symbolic 
commvmication as part of those interactions. Often 
it is necessary to precede the introduction of words 
with the use of simple gestures and/or objects 
which serve as symbols or representations for ac- 
tivities. Doing so may help a child develop the un- 
derstanding that one thing can stand for another. 



♦ Braille writing and 
reading 

^ American Sign 
Language 

♦ lip-reading speech 



^ Tadoma method of 
speech reading 

^ large print writing 
and reading 



Along with nonverbal and verbal conversations, a 
child who is deaf-blind needs a reliable routine of 
meaningful activities, and some way or ways that 
this routine can be communicated to her or him. 
Touch cues, gestures, and use of object symbols are 
some typical ways in which to let a child who is 
deaf-blind know what is about to happen to her or 
him. Each time before the child is picked up, for 
example, the caregiver may gently lift his or her 
arms a bit, and then pause, giving the child time to 
ready herself or himself for being handled. Such 
consistency will help the child to feel secure and to 
begin to make the world predictable, thus allowing 
the child to develop expectations. Children and 
adults who are deaf-blind and are able to use sym- 
bolic communication may also be more reliant on 
predictable routine than people who are sighted 
and hearing. Predictable routine may help to ease 
the anxiety which is often caused by the lack of sen- 
sory information. 

Orientation and Mobility 



Think of the many thousands of words and sen- 
tences that most children hear before they speak 
their own first words. A child who is deaf-blind 
needs comparable language stimulation, adjusted 
to his or her ability to receive and make sense of it. 
Parents, caregivers, and teachers face the challenge 
of providing an environment rich in language that 
is meaningful and accessible to the child who is 
deaf-blind. Only with such a rich language envi- 
ronment will the child have the opportunity to ac- 
quire language herself or himself. Those around 
the child can create a rich language environment by 
continually commenting on the child's own experi- 
ence using sign language, speech, or whatever 
symbol system is accessible to the child. These com- 
ments are best made during conversational interac- 
tions. A teacher or a parent may, for example, use 
gesture or sign language to name the object that he 
or she and the child are both touching, or name the 
movement that they share. This naming of objects 
and actions, done many, many times, may begin to 
give the child who is deaf-blind a similar opportu- 
nity afforded to the hearing child — that of making 
meaningful connections between words and the 
things for which they stand. 

Principal communication systems for persons who 
are deaf-blind are these; 

♦ touch cues 

♦ object symbols 

♦ sign language 

♦ Signed English 
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In addition, the child who is deaf-blind will need 
help learning to move about in the world. Without 
vision, or with reduced vision, he or she will not 
only have difficulty navigating, but may also lack 
the motivation to move outward in the first place. 
Helping a young child who is deaf-blind learn to 
move may begin with thoughtful attention to the 
physical space around him or her (crib or other 
space) so that whatever" movements the child in- 
stinctively makes are rewarded with interesting 
stimulation that motivates further movement. Ori- 
entation and mobility specialists can help parents 
and teachers to construct safe and motivating 
spaces for the young child who is deaf-blind. In 
many instances children who are deaf-blind may 
also have additional physical and health problems 
that limit their ability to move about. Parents and 
teachers may need to include physical and occupa- 
tional therapists, vision teachers, health profession- 
als, and orientation and mobility specialists on the 
team to plan accessible and motivating spaces for 
these children. Older children or adults who have 
lost vision can also use help from trained specialists 
in order to achieve as much confidence and inde- 
pendence as possible in moving about in their 
world. 

Individualized Education 

Education for a child or youth with deaf-blindness 
needs to be highly individualized; the limited 
channels available for learning necessitate organiz- 
ing a program for each child that will address the 
child's unique ways of learning and his or her own 
interests. Assessment is crucial at every step of the 



♦ gestures 

♦ picture symbols 

♦ fingerspelling 

♦ Pidgin Signed English 
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way. Sensory deficits can easily mislead even expe- 
rienced educators into underestimating (or occa- 
sionally overestimating) intelligence and 
constructing inappropriate programs. 

Helen Keller said, "Blindness separates a person 
froin things, but deafness separates him from peo- 
ple." This potential isolation is one important rea- 
son why it is necessary to engage the services of 
persons familiar with the combination of both 
blindness and deafness when planning an educa- 
tional program for a child who is deaf-blind. Doing 
so will help a child or youth with these disabilities 
receive an education which maximizes her or his 
potential for learning and for meaningful contact 
with her or his environment. The earlier these serv- 
ices can be obtained, the better for the child. 

Transition 



Parents, then, may need to shift expectations and 
perceptions in significant ways. They also need to 
do the natural grieving that accompanies the birth 
of a child who is disabled. Teachers and caregivers 
must also make these perceptual shifts. Parents' 
groups and resources for teachers can provide 
much-needed support for those who live and work 
with children and adults who are deaf-blind. Such 
supports will help foster the mutually rewarding 
inclusion of children who are deaf-blind into their 
families and communities. (See section below for 
resources.) 



Summary 



VVhen a person who is deaf-blind nears the end of 
his or her school-based education, transition and 
rehabilitation help will be required to assist in plan- 
ning so that as an adult the individuail can find suit- 
able work and living situations. Because of the 
diversity of needs, such services for a person who 
is deaf-blind can rarely be provided by a single per- 
son or agency; careful ana respectful teamwork is 
required among specialists and agencies concerned 
with such things as housing, vocational and reha- 
bilitation needs, deafness, blindness, orientation 
and mobility, medical needs, and mental health. 

The adult who is deaf-blind must be central to the 
transition planning, whenever possible. The indi- 
vidual's own goals, directions, interests, and abili- 
ties must guide the planning at every step of the 
way. Skilled interpreters, family members and 
friends who know the person well can help the 
_who is deaf-blind have the most important 
voice in planning his or her own future. 

Inclusion in Family 

Clearly, the challenges for parents, teachers and 
caregivers of children who are deaf-blind are many. 
Not least among them is the challenge of including 
the child in the flow of family and community life. 
Since such a child does not necessarily respond to 
care in the ways we might expect, parents will be 
particularly challenged in their efforts to include 
her or him. The mother or father of an infant who 
can see is usually rewarded with smiles and lively 
eye contact from the child. The parent of a child 
who is deaf-blind must look for more subtle re- 
wards: small hand or body movements, for in- 
stance, may be the child's way of expressing 
pleasure or connection. Parents may also need to 
change their perceptions regarding typical devel- 
opmental milestones. They can learn, as many 
have, to rejoice as fully in the ability of their child 
who is deaf-blind to sign a new word, or to feed 
herself, or to return a greeting as they do over an- 
other child's coUege scholarship or success in bas- 
ketball or election to class office. 



Though deaf-blindness presents many unique chal- 
lenges to both those who have visual and hearing 
impairments and to their caregivers and friends, 
these challenges are by no means insurmountable. 
Many persons who are deaf-blind have achieved a 
quality of life that is excellent. The persons who are 
deaf-blind who have high quality lives have sev- 
eral things in common. First, they have each, in 
their own way, come to accept the absence of sight 
and hearing as a life situation which gives them a 
unique and valuable experience of the world. This 
fundamental acceptance can occur regardless of the 
severity of the particular sensory losses or other 
challenges that a person has. Second, they have had 
educational experiences which have helped them 
maximize their abilities to communicate and to 
function productively. Finally, these happy, in- 
volved persons who are deaf-blind live in families, 
communities, or social groups that have an attitude 
of welcoming acceptance. They have friends, rela- 
tives, and co-workers who value their presence as 
individuals with significant contributions to make 
to the world around them. For these persons with 
limited sight and hearing, and for those near them, 
deaf-blindness fosters opportunities for learning 
and mutual enrichment. 
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What Help is Available for Families, Caregivers and Teachers of 
Children and Adults who are Deaf-Blind? 



American Association of the Deaf-Blind (AADB) 

814 Thayer Ave, Ste 302 
Silver Spring, MD 20910 
TTY: (301) 588-6545 
Fax: (301) 588-8705 

AADB is a national consumer advocacy organiza- 
tion for people who have combined hearing and vi- 
sion impairments. AADB is open to persons who 
are deaf-blind and individuals directly concerned 
with their well being, including spouses, children, 
friends, and health care professionals. It seeks to 
encourage independent living for deaf-blind indi- 
viduals. The organization also provides technical 
assistance to persons who are deaf-blind and their 
families, educators, and service providers. 



DB-LINK: National Information Clearinghouse 
On Children Who Are Deaf-Blind 

Teaching Research 
345 N. Monmouth Ave. 

Monmouth, OR 97361 

(800) 438-9376 

TTY: (800) 854-7013 

Fax: (503) 838-8150 

Internet: leslieg@fsa.wosc.osshe.edu 

DB-LINK is a federally funded information clear- 
inghouse that identifies, coordinates, and dissemi- 
nates information related to children (0-21) who are 
deaf-blind. DB-LINK provides free individualized 
information and referral services across many top- 
ics including effective early intervention, special 
education and general education practices, medi- 
cal, health, social, recreational services, legal issues, 
employment and independent living, postsecon- 
daiy educational services, and information on the 
nature of deaf-blindness. In addition, fact sheets are 
developed on selected topics. These too are avail- 
able at no cost. Parents, professionals, employers, 
and other members of the public are encouraged to 
contact DB-LINK. 



Helen Keller National Center For Deaf-Blind 
Youths And Adults (HKNC) 

111 Middle Neck Road, 

Sands Point, NY 11050-1299 
(516)944-8900 
TTY: 516/944-8637 
Fax: 516-944-7302 

HKNC is a national program which provides diag- 
nostic evaluation, short-term comprehensive reha- 
bilitation and personal adjustment training, and 
Q vork experience and placement to youth and 



adults with deaf-blindness. Clients entering the 
HKNC program participate in a 10 week diagnostic 
evaluation. Goals are then set for each person based 
on this evaluation and input from the client, family, 
and sponsoring agency. Evaluation and training in- 
clude the following areas: daily living skills, home 
management, orientation and mobility, communi- 
cation, low vision, audiology, speech-language 
training, career exploration, employment training 
and experience, problem solving, recreation and 
leisure, creative arts and horticulture. Support 
services include medical, psychological, behavior 
management, case management, job, and residen- 
tial placement. Client training is usually funded by 
the Department of Rehabilitation of the client's 
state. The Center also offers training in the field 
and at headquarters to new and prospective profes- 
sionals who plan to work with the deaf-blind popu- 
lation. The Technical Assistance Center (TAC) 
assists in the transition of young adults who are 
deaf-blind as they move from education to adult 
life in the community. It provides training and tech- 
nical assistance in comprehensive transition serv- 
ices to education and adult service agencies, 
parents and family members, and state and local 
interagency teams. HKNC also has a program of 
services for elderly adults with deaf-blindness. 
HKNC operates an extensive nationwide network 
of field services through its 10 regional offices and 
its 39 affiliated programs. The regional offices pro- 
vide consultation and technical assistance to per- 
sons with deaf-blindness and their families and to 
public and private agencies in their regions. They 
locate, assist, and refer individuals who are deaf- 
blind to the most appropriate program for services. 



Hilton/Perkins Program 
Perkins School for the Blind 

175 N. Beacon Street, 

Watertown, MA 02172 
(617) 972-7220 
Fax: (617) 923-8076 

Hilton/Perkins Program provides consultation, 
training and technical assistance to programs 
throughout the nation and in developing countries. 
Emphasis is on program development for multi- 
handicapped blind and deaf-blind infants, tod- 
dlers, and school-aged children. Funding is 
provided to organizations of parents, and to assist 
in the pre-service training of teachers. The Program 
gathers data, disseminates information and devel- 
ops curricula and materials for parents and profes- 
sionals. Staff organize and carry out regional 
training and national conferences. Support to par- 
ents is offered primarily through the support or na- 
tional self-advocacy organizations such as the 
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National Association of Parents of the Visually Im- 
paired (NAPVI) and the National Family Associa- 
tion for Deaf-Blind (NFADB), and their respective 
state chapters. The Program offers financial sup- 
port, inservice training and materials development 
for parent organizations. Funding of teacher train- 
ing in deaf- blindness is made through direct grants 
to selected colleges and imiversi*^'s. Internation- 
ally, the program assists in the development of edu- 
cational services for children who are deaf-blind 
and multihandicapped blind in developing coun- 
tries. Selected programs are supported in the Asia- 
Pacific Region, Africa, the Caribbean, Latin 
America, and Eastern Europe. Support includes as- 
sistance with program development,training and 
technical assistance for staff, and leadership train- 
ing m the U.S. 



National Family Association for Deaf-Blind 
(NFADB) 

111 Middle Neck Road 
Sands Point, NY 11050 
(800) 255-0411 x275 

NFADB is a national network of families who focus 
on issues surrounding deaf-blindness. As a na- 
tional organization, NFADB advocates for all per- 
sons who are deaf-blind, supports national policy 
to benefit people who are deaf-blind, encourages 
the founding and strengthening of family organiza- 
tions in each state, provides information and refer- 
rals, and collaborates with professionals who work 
with persons who are deaf-blind. The organization 
has representatives in each of its 10 regional dis- 
tricts throughout the country. It also publishes a 
quarterly newsletter. 



Teaching Research Assistance To Children And 
Youth Experiencing Sensory Impairments 
(TRACES) 

Western Oregon State College 
345 N. Monmouth 
Monmouth, OR 97361 
(503) 838-8807 

TRACES is a federally funded program dedicated 
to improving the quality of existing services for 
children with deaf-blindness. Through state and 
multistate "Services to Children who are Deaf- 
Blind" jprojects, technical assistance is provided to 
individuals, projects, agencies, or organizations 
utilizing the expertise of a large number of organi- 
zations, professionals, and consumer groups. 



U.S. Department Of Education 

Office Of Special Education Programs 

Severe Disabilities Branch 

Services For Children With Deaf-Blindness 

Program (IDEA, Part C; Section 622; CFDA 84.025) 

600 Maryland Ave., S.W. 

Washington, DC, 20202 
(202) 205-8165 

The purpose of the Services for Children With 
Deaf- Blindness Program is to support projects that 
assist states in ensuring the provision of early inter- 
vention to children and youth who are deaf-blind; 
to provide technical assistance to agencies that are 
preparing adolescents who are deaf-blind for adult 
placement; and to support research, development, 
replication, pre-service and inservice training, pa- 
rental involvement activities, and other activities to 
improve services to children who are deaf-blind. 
Grants awarded under this program are usually 
made on a competitive basis in me first year, and 
renewed on a noncompetitive basis for the remain- 
ing grant period. Projects funded as state and mul- 
tistate projects and optional pilot projects for 
children with deaf-blindness supplement and en- 
hance services that are provided by state and local 
education agencies to children who are deaf-blind. 
State and multistate projects provide two primary 
services: (a) special education and related services, 
as well as vocational and transitional services, to 
children who are deaf-blind to whom the state is 
not obligated to make available a free appropriate 
public education under Part B of IDEA and (b) tech- 
nical assistance to public and private agencies to 
ensure providers will more effectively provide the 
specialized services needed by children who are 
deaf-blind. These projects also facilitate parental in- 
volvement in the education of their children who 
are deaf-blind. Many of the state and multistate 
projects publish newsletters and other materials. 
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Additional 



Alsop, L., (Ed.) (1993). A Resourc e Manual for 
Underst anding and Interacring with Infants. 
Toddlers, and Presc hool Children with 
Deaf-Blindness. Logan, UT: SKPHI Insti- 
tute. 

This manual gives insight, information, and 
strateries for intervention to service providers 
for intwts, toddlers, and preschool age children 
who are deaf-blind. The manual is divided into 
fourteen sections contain!^ topic information 
specific to deaf-blindness. TTnese tc^ics include: 
basic information about deaf-blindness and the 
need for appropriate intervention; learning 
problems; information about hearing loss and 
auditory development; vision loss and stimula- 
tion; touch and tactile stimulation; daily care 
and self-help skills; massage techniques; fine 
and gross motor skills, and positioning and 
hcmdiing techniques; orientation and mobility; 
social and emotional development, and behav- 
ior issues; special health care needs including 
massage; ideas regarding play and toys. Order 
information: (801) 752-9533. 



Atwood, A., Clarkson, J., & Laba, C. (1994). 
Being in Touch : Communication and Other 
Issues in the Lives of People Who Are Deaf- 
Blind. Washington, D.C. Gallaudet Univer- 
sity. 

This book for interpreters, teachers, and other 
professionals who work with deaf-blind peo- 
ple. It provides basic information about deaf- 
olindness and devotes a large section to 
interpreting. The appendices cover organiza- 
tions, agencies, and schools serving deaf-blind 
people; training for teachers and interpreters; 
manual and braille alphabets; and charac- 
teristics of vision loss; recommendations for 
those looking for more information. May be 
ordered in regular or large print format from 
the College for Continuing Education, Gal- 
laudet Uraversity, 800 Florida Ave. N.E., Wash- 
ington, D.C. 20002-3695. 



Edwards, L., Goehl, K., & Gordon, L. (1994). 
Profiles ; Individuals with Deaf-Blindness. 
Indiana Deaf-Blind Services Project. Terre 
Haute: Blumbetg Center for Interdiscipli- 
nary Studies in Special Education. 

This is a very readable presentation of deaf- 
blindness designed to give the reader a greater 
understanding of deaf-blindness and me re- 
lated concerns and issues. It is based on the 
etiologies of deaf-blindness and is accompanied 
by numerous biographical sketches, charts, dia- 
grams, tables, and photographs. It also in- 
O ludes an extensive and up-to-date 
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Resources 



bibliography. To order: Indiana Deaf-Blind 
Services Frmect, Blumberg Center, School of 
Education 5()2, Indiana State University, Terre 
Haute, IN 47809. 



Everson, J., (Ed.) (1995). Su pporting Young 
Adults wh o are Deaf -blind in Th eir Commu- 
nities : Transition Planning Guide for Serv- 
ice Providers. Families, and Friends . 
Baltimore: Paul H. Brookes. 

By using person-centered planning, service 
providers and family members can incorporate 
a deaf-blind individual's strengths, needs, and 
goals into a blueprint for life in the community. 
The guide describes how to secure the necessary 
supports — optimal health care, enhanced com- 
munication skills, and improved orientation 
and mobility — and encourages those involved 
in the transitior^rocess to move beyond tradi- 
tional options. Topics include shared and con- 
sumer-owned housing, job skills, networking 
for employment, recreation and leisure activi- 
ties, and opportunities for community inclu- 
sion. 



Freeman, P. (1985). The Deaf-Blind Baby A 
Pro gramme of Care. London: William He- 
inemann Medical Books. 

This book is intended for parents but will also pro- 
vide insight for others who share in the care and 
education of children who are deaf-blind. It pro- 
vides explanations of the functions of vision and 
hearing and how they effect visual and auditory 
skills. The program itself is divided into six stages 
with no age reference because progress is continu- 
ous at each child's own rate. A milestone schedule 
of child development is provided as a guideline, 
along with appendices or sources of further infor- 
mation and resources. 



Haring, N., & Romer, L. (Eds.) (1995). Welcoin- 
ing Students who iire Deaf-blind Into Typ i- 
cal Classrooms : Facilitatin g School 
Participation. Learning, and Friendships. 
Baltimore: Paul H. Bromces. 

This text combines some introductory materials, a 
historical perspective of services for students who 
are deaf-blind, and a selection of strategies for pre- 
paring teachers and students without disabilities to 
include students who ate deaf-blind. Procedures 
for building social and communicative skills are 
discussed as well as broad guidelines for imple- 
menting behavioral support strategies, adapting 
environments, and providing instruction in natural 
settings. Current issues relevant to inclusion are 
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considered and essential values are highlighted 
that serve as the fundamental basis for bringing all 
students into the classrooms and communities 
where they reside. 



Mclnnes, J., & Treffry, J. (1982). Deaf-Blind 
Infants and Chi ldren; A Developmental 
Guide. Toronto, Buffalo: University of 
Toronto Press. 

A reference guide for teachers, parents, and 
paraprofessionals working or living with chil- 
dren who are deaf-blind. Provides day-to-day 
guidance and suggestions about techniques for 
assessing and for devising programs. Provides 
ovemews on communicahon, motor develop- 
ment, perceptual development, and on orienta- 
tion and mobility. Available in Spanish. 



Reiman, J., & Johnson, P. (Eds.) (1993). Pro- 
ceedings of the National Symposium on 
Children_and Yo uth who are Deaf-Blind. 
Monmouth: Teaching Research Publica- 
tions. 

Papers of the National Symposium on Children 
and Youth who are Deaf-Blind, an endeavor at 
Transdisciplinary Partnership. This sympo- 
sium was held to identify critical issues and 
"best practices" in providing services for indi- 
viduals who are deaf-blind and to develop 
strategies for future actions. The symposium 
focused on several specific topical areas in an 
effort to find ways in which resources might be 
marshaled at the federal, state, local, family, 
and personal levels to address the issues collec- 
tively. 



Smith, T. (1994). Guidelines: Practical Tips for 
Working -and Socializing v^ h Deaf-Blind 
People. Burtonsviile, MD: Sign Media, Inc. 

This book is a practical guide based on experi- 
ence and observation. It is intended for people 
who know Sign Language, who are already 
experienced in "deafnes^' and in interacting 
with Deaf people, and who want to know more 
about "deaf-blindness" and interpreting for 
Deaf-Blind people. The book may be ordered 
from Sign Media, Inc., 4020 Blackburn Lane, 
Burtonsviile, MD 20866 or by calling (301) 421- 
0268. 



Sauerburger, D. (1993). Independence With- 
out Sight or Soun d Suggestions for Practitio- 
ners Working with Deaf-Blind Adults . New 
York: American Foundation for the Blind. 

This book was written to help service providers 
working with persons who are deaf-blind. There 
are numerous examples from actual experience and 
discussions of practical applications. Sections on 
service needs, communication, orientation and mo- 
bilify, sensory deprivation and a survey of dog 
guide schools. Available from AFB Press, (212) 620- 
2000 (voice) or (212) 620-2158 (TTY). Specify print 
or braille. 




Barbara Miles is a communication specialist/ consultant 
and teacher, experienced with all ages and levels of 
persons who are deabblind. She has taught regional, 
national and international seminars on communication 
issues for children who are deaf-blind. Her articles have 
beem>ublished in the Journal of Vision Impairments and 
Blindness, Deafblind Education, and regional newslet- 
ters. 



DB-LINK 

345 N. Monmouth Ave 
Monmouth, OR 97361 
Voice (800) 438-9376 
TTY: (800) 854-7013 

Fax: (503) 838-8150 

dblink@tr.wosc.osshe.edu 

http://www.tr.wosc.osshe.edu/dblink 
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